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Abstract

To address the need for collaborative approaches to managing dementia in primary care, we implemented the
Living with Dementia (LWD) program in a geriatric primary care clinic. This study evaluated the impact of short
(=6months) and longer-term (7+ months) participation in LWD on care partner outcomes (i.e., self-efficacy,
depression, and burden) using t-tests and examined dementia support topics discussed with care partners through
the intervention using deductive content analysis. Across 20 months analyzed, 57 dyads participated in the LWD
program. Short and longer-term LWD participation indicated a significant increase in self-efficacy with small effect
sizes; no changes were observed in depression or burden. Dementia support topics most frequently discussed with
care partners focused on care partner well-being, behavior management, and offering referrals. This early evaluation
suggests a collaborative care program integrated into primary care can address needs related to caring for persons
with dementia and may improve care partner self-efficacy.
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Introduction

Alzheimer’s Disease and Related Dementias are a prev-
alent and growing public health issue (Alzheimer’s
Association, 2022). Across communities, the burden of
care coordination and disease management for persons
with dementia (PWD) often falls on informal care part-
ners (Olivari et al., 2020). Patients and their care part-
ners, together referred to as a “dyad,” often first speak
with their primary care provider regarding cognitive
impairment and memory related concerns (De Vreese
et al.,, 2016). Due to long-standing patient-provider
relationships, frequency of visits, and the ability to pro-
vide longitudinal care, primary care clinics are a vital
setting for managing dementia and attending to care
partner needs (Heintz et al., 2020; Mansfield et al.,
2019). Yet primary care clinics often lack supportive
services for managing dementia symptoms and
resources for sharing disease related information and
education with patients and their family care partners
(Frost et al., 2021; Mansfield et al., 2019).

The Alzheimer’s Association Dementia Care
Practice Recommendations (Fazio et al., 2018) empha-
size a need for collaborative approaches to managing
dementia in primary care. Collaborative care models
are characterized by multidisciplinary teams comprised
to address the medical and psychosocial care needs of
both PWD and care partners (Fazio et al., 2018; Larson
& Stroud, 2021) . Collaborative care interventions in
primary care show efficacy for reducing neuropsychiat-
ric symptoms among PWD, in addition to caregiver
burden among family care partners (Frost et al., 2020).
The most common and effective collaborative care
interventions in primary care clinics involve coordina-
tion with a trained dementia care manager (Frost et al.,
2020; Heintz et al., 2020). Furthermore, collaborative
care interventions in the primary care setting indicate
feasibility and cost-effectiveness due to their ability to
address a wide range of patient and care partner needs
through consistent involvement from mild to later
stages of dementia (Frost et al., 2021; Heintz et al.,
2020).

Although there is a clear need for improved access to
collaborative care interventions for managing dementia
and supporting care partner needs in primary care (De
Vreese et al., 2016; Larson & Stroud, 2021; Olivari
et al., 2020), real-world implementation of such pro-
grams has been slow due to site and healthcare system
barriers (e.g., stakeholder buy-in, training, and payment
models) (Possin et al., 2019; Reuben et al., 2022). These
barriers to care provision may lead to unmet needs for
dyads as they navigate a challenging and complicated
healthcare system (Mitchell et al., 2020). Further,
unmet needs for information, education, and support
may relate to reduced caregiver self-efficacy and greater
emotional distress (Gallagher et al., 2011; Romero-
Moreno et al., 2011), resulting in high health care costs
and poorer quality of life for both patients and care

partners (Alzheimer’s Association, 2022; Mitchell
et al., 2020; Olivari et al., 2020). To address the clinical
need for access to collaborative care interventions for
PWD and their care partners in primary care, we imple-
mented the Living with Dementia (LWD) program. The
program was adapted from the evidence-based Care
Ecosystem dementia care model (Possin et al., 2017).

The Care Ecosystem Model

The Care Ecosystem model is a telephone-based inter-
vention developed by Possin et al. (2017) which is
designed to enhance dementia care management by pro-
viding care partner support and disease related informa-
tion and education. The Care Ecosystem model uses a
Care Team Navigator (CTN) to assess and tailor the
intervention based on care partner needs throughout the
various stages of illness (Bernstein et al., 2020; Possin
et al., 2017). CTNs are an integral component of the
Care Ecosystem model and are trained to provide
dementia education, triage complex medical and social
problems with appropriate referrals, screen for dementia
related concerns, and provide care partner support
through monthly telephone calls. CTNs serve as a pri-
mary contact for care partners and can refer to other dis-
ciplines within the health system or community-based
organizations as needed. The Care Ecosystem model
also includes a consultative, multidisciplinary team
composed of a social worker, pharmacist, and a nurse
who meet on a weekly basis with CTNs to offer addi-
tional insights and support. A randomized control trial
(N=780 dyads) utilizing this model found reductions in
quality-of-life decline and hospital utilization for PWD,
and a decrease in care partner depression and burden
(Possin et al., 2019). The LWD program is a clinical
demonstration project that adapted Care Ecosystem to
integrate the program into everyday practice within an
established geriatric primary care clinic whereby the
CTN is a member of the primary care team.

Our objective is to describe the utilization of the
LWD program and examine the potential clinical bene-
fits for family care partners in terms of caregiver burden,
depression, and self-efficacy in a real-world geriatric
primary care setting. To illuminate the scope of the LWD
program, we also aimed to explore the referral needs of
dyads in the program by conducting a detailed evalua-
tion of CTN documentation.

Methods

This study evaluated the LWD program from initial
implementation in September 2018 through the end of
the evaluation period in May 2021. The LWD protocol
for this quality improving initiative was determined to
be Not Human Subjects Research by the [Blinded for
review| Multiple Institutional Review Board (#18-
2163). The program is funded by [Blinded for review]
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Setting and Participants

The LWD program was implemented in the [Blinded for
review] which includes two academic geriatric primary
care clinic sites located in [Blinded for review]. [Blinded
for review] serves approximately 2800 patients with an
average age of 84 years. The clinic sites include a multi-
disciplinary geriatric care team consisting of geriatri-
cians, geriatric nurse practitioners and physician
assistants, social workers, nurses, psychologists, medi-
cal assistants, and support staff.

[Blinded for review] primary care providers, social
workers, and behavioral health providers referred PWD
and their primary care partner for enrollment screening
with the LWD program. Inclusion criteria included: (a)
existing patient within the primary care clinic, (b) exist-
ing diagnosis of dementia, and (c) a care partner inter-
ested in participating. PWD who resided in long-term
care facility (including assisted living residence or
memory care) were excluded. Care partners were
defined as the family member or friend most directly
involved in the PWD’s care. Enrollment in the program
was voluntary.

Procedures

Upon enrollment, the CTN contacted the care partner for
a comprehensive intake assessment and addressed any
immediate needs, such as safety concerns or previously
requested community referrals. Pre-COVID-19 pan-
demic the CTN also conducted an in-home visit to facil-
itate increased rapport, further assess dyad needs, and
observe the home environment. However, this compo-
nent of this program was terminated post-COVID-19.
After completing the initial assessment, the CTN
engaged with care partners via monthly phone calls.
During calls, the CTN provided dementia information
and education in response to relevant concerns voiced
by care partners, offered strategies for navigating behav-
ioral symptoms as needed, and provided resources based
on the care partners’ individualized needs or goals. The
CTN also coordinated dyad needs with other members
of the LWD program or primary care team. Community
referrals were initiated by the CTN when necessary.
New or challenging cases were discussed at weekly
interdisciplinary meetings with LWD team members
and other clinic providers including a social worker,
pharmacist, and geriatrician. During these meetings,
team members discussed potential non-pharmacologic
approaches for dementia management, as well as clinic
or community-based supports that might be relevant to
the dyad. All CTN visits and phone calls were formally
documented in the shared electronic medical record
(EMR) by the CTN and routed to PWD’s primary care
provider for continuity of care.

Several adaptations to the Care Ecosystem model
were implemented to facilitate application into the pri-
mary care setting. First, the CTN completed certification

in the Resources for Enhancing Alzheimer’s Caregiver
Health in the community (REACH) program. All care
partners received a REACH handbook. The REACH
program and handbook has been shown to improve bur-
den, and emotional and physical health of care partners
(Elliott et al., 2010; Livingston et al., 2017). Second,
home visits were a local adaptation to the Care
Ecosystem model and were conducted until no longer
safe in March 2020 due to the COVID-19 pandemic.
After March 2020, the comprehensive intake assessment
was telephone based only. Third, in addition to weekly
interdisciplinary meetings with LWD team members
and other clinic providers, the CTN supplemented Care
Ecosystem resources with monthly meetings held with a
gero-psychologist to enhance education for behavioral
management shared with care partners. Fourth, instead
of medication reconciliation by the CTN, calls directly
from the clinic pharmacists to the care partner were inte-
grated into the program workflow. Supplemental Figure 1
describes the overall workflow process for the LWD
program.

Measures

PWD demographics were assessed from the EMR. The
functional capacity of PWD was measured using the
Functional Assessment Staging (FAST) upon program
enrollment (Sclan & Reisberg, 1992). Care partners pro-
vided demographic characteristics at the time of enroll-
ment. Care partner outcome measures were collected via
phone or electronic survey at baseline and a follow-up
time point (6 months, 12months, or upon leaving the
program due to transition to long-term care facility, dyad
preference [termed “graduation’], or death of the PWD).

Zarit Burden Interview-12 (ZBI-12) was used to
assess caregiver burden. The ZBI-12 includes 12 items
on a 5-point scale, with higher scores representing
higher feelings of burden. The ZBI-12 is a modified,
shortened version of the original ZBI, a widely used
instrument that addresses both personal and role strain
and has been validated for use with informal care part-
ners of community-dwelling PWD (Hébert et al., 2000).
The ZBI-12 has demonstrated similar results to the orig-
inal ZBI, has been validated for correlation of baseline
and longitudinal follow-up (Bédard et al., 2001), and
was selected for ease of telephone administration. The
Patient Health Questionnaire-4 (PHQ4) was used for
evaluating care partner depressive and anxiety symp-
toms. The PHQ4 is a 4-item survey, ideal for quick tele-
phone assessment, has been validated in large population
studies, and implemented in primary care (Kroenke
et al., 2009; Lowe et al., 2010). The Care Ecosystem
Caregiver Self-Efficacy Scale (Merrilees et al., 2020)
was used for assessment of caregiver self-efficacy. This
is a 5-item survey that asks participants to rate their self-
efficacy on a 5-point scale from strongly disagree to
strongly agree. Each question is scored 1 to 5 allowing
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Figure |. Frequency (%) of conversation subtopics occurring within the three most frequent conversation topics.

Note. PCP=primary care provider.

for a maximum score of 20 and higher scores represent-
ing greater feelings of self-efficacy. The scale was cre-
ated for ease of administration over the telephone and
compiled from other existing measures that have been
correlated with care partner dementia symptom manage-
ment, ability to access help, and care partner mental and
physical health scores (Fortinsky et al., 2002; Jennings
etal., 2015; Steffen et al., 2019). All data were stored in
a REDCap database (Harris et al., 2009).

Analytic Strategy

Continuous and categorical variables were reported as
means with standard deviation (SD) and percentages,
respectively. To explore potential short and longer-term
effects of LWD on care partner outcomes, care partners
were grouped into clinically meaningful categories of
short term and longer-term program participation. Short
term use was defined as up to 6 months of LWD participa-
tion. Longer-term use was defined by follow up assess-
ment occurring beyond 7 months. Care partner assessments
at each time point were compared with Student’s #-test and

effect size was determined using Cohen’s d effect.
Benchmarks for effect size were based on Cohen (1988):
small=0.2, medium=0.5, large=0.8. All tests for statisti-
cal significance were two-tailed, and a p-value of less than
0.05 was considered statistically significant. All analyses
were conducted using SAS Version 9.4.

A qualitative deductive content analysis (McKibben
et al., 2022) was completed with available CTN notes
documented during monthly phone calls held with care
partners. Content identified for the analysis included
CTN documentation notes from September 2018
through April 2020 (20 months). A convenience sam-
pling strategy was employed and included 15 CTN notes
per dyad, allowing for analysis of approximately 1year
of program enrollment. Using a team-based, deductive
coding approach (McKibben et al., 2022) two team
members (HS, TJ) developed a coding scheme for
dementia-related topics including dementia education,
behavior management, long-term services and supports,
ADL/IADL management, safety, care partner well-
being, specific referral assistance, future planning,
bereavement, and social determinants of health. The
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Table |. Patient and Care Partner Characteristics (N=57).

Characteristic

Person with dementia (PWD), N (%)

Care partner, N (%)

Age, years (SD) 82.6 (6.5) 67.7 (13)
Disease duration, years (SD) 24 (24) N/A
Female sex 35 (6l) 44 (77)
Race

American Indian/Alaska Native 0 I (1.8)

Asian 3(5.3) 3(5.3)

White/Caucasian 44 (77) 43 (79)

Black/African American 6 (1) 6 (1)

Other 3(5.3) 1 (1.8)

Hispanic 4(7) 5(9)
Education

High school or less 17 (30) 4(7)

Some college or Bachelor’s degree 18 (32) 26 (46)

Post-graduate 22 (39) 27 (47)
Care partner type

Spouse or partner N/A 28 (49)

Child 26 (46)

Other family member I (1.8)

Friend 2 (3.5)
Care partner lives with PWD N/A 44 (77)
Functional assessment staging test

3 mild cognitive impairment 5(8.9) N/A

4 mild dementia 30 (54)

5 moderate dementia 4 (7.1)

6 moderately severe dementia 15 (27)

7 severe dementia 2 (3.6)
Caregiver burden (ZBI-12)

No to mild burden (0-10) N/A 12 (21)

Mild to moderate burden (10-20) 27 (47)

High burden (>20) 13 (22)

Missing 5(8.8)
Care partner mood (PHQ-4)

Normal (0-2) N/A 24 (42)

Mild (3-5) 14 (25)

Moderate (6-8) 6 (1)

Severe (9-12) 2 (3.5)

Missing 11 (19)

Mean (SD)

ZBl score, range 0—48 (N=52) N/A 16.0 (7.5)
PHQ-4 total score*, range 0—4 (N=46) 2.84 (2.8)
Self-efficacy score, range 0-20 (N=56) 9.95 (3.2)

Note. ZBl=Zarit burden interview 12; PHQ-4 =Patient Health Questionnaire; FAST =functional assessment staging tool; PWD = person with

dementia; N/A=not applicable.
*PHQ-4 score is average rating of 4-items.

CTN notes were reviewed, topics were coded, and sub-
topics were identified. Definitions of topics and subtop-
ics are listed in Supplemental Table 1. The coding
scheme was established by double coding 57 notes of
eight dyads and inter-rater reliability was established
using Cohen’s x (Hallgren, 2012). The intercoder reli-
ability of coding for the eight dyads was « 0.79 (95% CI
.73 to .85; p<<.001), indicating substantial inter-rater
agreement (Landis & Koch, 1977). Greater than 80%

agreement was reported for 90% of codes. Conversation
topics and subtopics were analyzed for frequency. The
frequency of referral types, total number of referrals,
referrals per dyad, and type of clinical care coordination
within the primary care setting versus community refer-
rals was calculated. Lastly, % analysis was completed to
compare conversation topic frequency between PWD
with mild FAST Stage versus PWD with moderate or
severe FAST Stage.
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Table 2. Care Partner Assessments Based on Length of Program Utilization.

Short-term participation (N=25)

Baseline Up to 6 months Effect size
Assessment Mean (SD) Mean (SD) (Cohen’s D) p-Value
ZBl total score 15.0 (6.3) 14.5 (7.9) -0.038 .80
PHQ-4 total score 3.1 (32) 2.74 (2.6) -0.065 .68
Self-efficacy total score 10.3 (3.1) 12.0 (2.5) 0.30 .034
Longer-term participation (N=32)

Baseline 12 months Effect size
Assessment Mean (SD) Mean (SD) (Cohen’s D) p-Value
ZBl total score 16.2 (7.5) 15.3 (7.5) -0.091 A8
PHQ-4 total score 2.88 (2.8) 3.14 (3.0 0.083 .52
Self-efficacy total score 9.88 (3.2) 12.2 (2.6) 0.39 .0018

Note. ZBl=Zarit burden interview 12; PHQ-4 =Patient Health Questionnaire. p-value <0.05.

Results

Participant Characteristics

The characteristics of the 57 PWD and care partner
dyads who participated in the LWD program during the
evaluation period are shown in Table 1. The mean age of
PWD was 82.6years (SD=6.5). Majority of PWD were
female (61%), White (77%), with some college educa-
tion or higher (71%). Dementia staging based on FAST
varied from mild to severe, with mild dementia being
most common (54%). Care partners had a mean age of
67.7 (SD=13). Most care partners were spouse/partners
(49%) or children (46%) with the majority living in the
same household as the PWD (77%). Baseline assess-
ment of care partner reported outcomes of burden,
depressive symptoms, and self-efficacy are listed in
Table 1. Most care partners scored in the mild-moderate
level of burden range (47%). Twenty-five percent of
care partners reported mild depressive symptoms; 11%
reported moderate depressive symptoms.

Intervention Utilization

Of the 57 dyads, 32 utilized LWD services for at least
12 months while 25 dyads participated in LWD services
for 6 months or less. Among dyads who utilized services
longer, PWD were more likely to be in the mild stages of
dementia (69% vs. 33%), whereas among dyads enrolled
short-term, PWD were more likely to be in moderately
severe stages (38% vs. 19%); these differences were sta-
tistically significant (p=.05) (Supplemental Table 2).
There were no significant differences in care partner
characteristics or baseline care partner assessments of
burden, depressive symptoms, or self-efficacy between
those who participated in the program up to 6 months
versus 12 months (Supplemental Table 3).

Care Partner Assessments

Table 2 shows the change in care partner assessments
from baseline to follow up assessment, by length of time
in the LWD program. Caregiver burden did not change
over time in either group. PHQ-4 scores also did not sig-
nificantly change over time in either group. Caregiver
self-efficacy scores significantly increased in both the
short and longer-term groups, with small effect sizes
(0.30 for short term, 0.38 for longer-term).

CTN Documentation Notes

A total of 491 CTN notes recorded in the EMR were
included in the deductive coding analysis. Most notes
had an average of 3 (SD=0.6) conversation topics. The
three most common conversation topics (Table 3)
included care partner well-being (60%), behavior man-
agement (51%), and specific referral assistance (40%).
The most common conversation sub-topics, (i.e., specific
topics embedded within overarching categories),
included care partner emotional support/empathy (44%)
and strategies for communicating with a PWD (35%).
Figure 1 displays the sub-topic conversation frequen-
cies for the three most common conversation topics.
COVID-19 conversations represented only 6.4% of notes
but when excluding the months prior to the pandemic,
COVID-19 conversations were present in 40% of notes
between February 2020 and the end of the qualitative
study period in April 2020. When comparing conversa-
tion topics between dyads with mild dementia to dyads
with moderate to severe dementia based on FAST Stage
(Table 3), we found CTN interactions with the mild
dementia group were more likely to focus on care partner
well-being (p <.01), specific referral assistance (p <.05),
and dementia education (p <.05). Among the moderate/
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Table 3. Conversation Topic Frequency by Dementia Stage.

CTN notes for PWWD  CTN notes for PWD with

with mild FAST stage

moderate/severe FAST

Conversation topic All CTN notes (%) N (%) N (%) p-Value*
Care partner well-being 293 (60) 234 (22) 59 (20) .0015
Behavior management 247 (51) 187 (18) 60 (20) .62
Specific referral assistance 197 (40) 159 (15) 38 (13) 013
Dementia education 162 (33) 132 (13) 30 (10) .0lé
Long-term services and supports 156 (32) 106 (10) 50 (17) 018
ADLs/IADLs management 148 (30) 114 (1) 34 (1) 44
Safety 91 (19) 75 (7) 16 (5) .062
Future planning 41 (8) 32 (3) 9(3) .61
Bereavement 4(1) 3 (0.5) I (0.5) .99
Social determinants of health 4(1) 3(0.5) I (0.5) .99

Note. N=491 care team navigator notes. ADLs/IADLs =activities of daily living, instrumental activities of daily living; FAST =functional

assessment staging tool.
*Comparing short-term and long-term participants. p-value <0.05.

severe dementia group, discussions more often centered
around long-term services and support conversations
(p <.05) compared to the mild dementia group.

The frequency of specific referral assistance ranged
from one to eleven referrals, with 81% of dyads receiv-
ing assistance with at least one referral. Internal referrals
to existing clinic resources were more common than
external community service referrals (59% vs. 41%)
with the highest prevalence being to social work (22%)
and to PCP (22%). The most common referrals outside
of the clinic were for skilled home health (10%) and the
Alzheimer’s Association (9%).

Discussion

This early evaluation of the LWD program demonstrated
that the multidisciplinary collaborative program with a
CTN integrated into geriatric primary care addressed a
variety of needs among PWD and care partner dyads. As
evidence of potential clinical benefit, early results
showed a small improvement in caregiver self-efficacy.
Although no statistically significant improvement in
burden or depression was observed, it should be noted
burden and depression did not worsen. It should be
noted that baseline depression scores were low among
care partners, which may restrict the potential range for
detecting intervention effects. Together, the LWD pro-
gram may be useful to provide care partners with appro-
priate education across the illness spectrum and to lend
further support for emotional distress.

Our analysis found a small effect in caregiver self-
efficacy among participants in LWD which may reflect
the benefit of CTNs providing care partners disease
information and education, including behavioral man-
agement strategies. These findings are consistent with
other interventions targeting care partners of PWD,
which found information and education, may enhance
caregiver self-efficacy (Piersol et al., 2017). Although

intuitive, these findings hold significance within the
broader clinical picture for improving self-efficacy as
there may be secondary gains related to reducing care
partner emotional distress and improving quality of care
for PWD (Tang et al., 2016). As noted, these findings
can be interpreted as providing demonstration evidence
on the merit of additional testing, rather than evaluation
of the efficacy of the LWD program.

LWD exemplifies several recommendations put forth
across the literature regarding dementia care manage-
ment for the primary care setting by providing a multi-
disciplinary collaborative program focused on care
partner information, education, and support (Fazio et al.,
2018; Larson & Stroud, 2021; Livingston et al., 2017).
For example, analysis of CTN documentation notes
revealed conversation topics varied across stages of
dementia, with dyads managing mild dementia more
likely to discuss care partner well-being, specific refer-
rals, and education; while care partners of PWD with
moderate/severe stages were more likely to discuss
long-term services and supports. This finding highlights
the multidimensional role of the CTN and moreover, the
ability of the LWD program to provide tailored and spe-
cific information, education, and support to meet the
broad and evolving needs of dyads across the illness
continuum (Frost et al., 2021; Heintz et al., 2020).

Care partner well-being was identified as the most
common conversation topic (60%) in CTN documenta-
tion, indicating the LWD program seemingly addressed
an otherwise unmet need to support dyadic and individ-
ual needs in primary care. Additionally, care partners
directed conversations with CTNs toward gaining infor-
mation and education on challenging aspects of demen-
tia care, as evidenced by 51% of CTN conversations
with care partners consisting of behavioral management
strategies. Although speculative, there is possibility
these conversations contributed to improvements in
caregiver self-efficacy.
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CTNs facilitated various referrals to both in-clinic
providers and outside community resources. Specifically,
CTNs provided internal clinic referrals across 59% of
conversations analyzed and community referrals in 41%
of conversations. The number of in-clinic referrals pro-
vided by CTNs demonstrates the ability of the LWD
program to maximize the capacity of the patient
(family)-centered medical home approach to provide
effective dementia care (Olivari et al., 2020). Moreover,
the flexibility of the CTNs role allows for appropriate
referrals to community resources, as well as specialty
referrals when needed. The role of CTNs in providing
tailored resources to dyads is a key component of the
Care Ecosystem model which has been associated with
high levels of care partner satisfaction (Possin et al.,
2017). Across primary care settings, care coordination,
limited time with dyads during appointments, and a lack
of knowledge of supportive resources are frequently
cited barriers to dementia care (Mansfield et al., 2019).
The LWD program helped alleviate these barriers to
dementia care in the current primary care clinic setting
by providing broad information, disease education, and
care partner support, as well as facilitating referrals for
higher level of care or specialty services, when needed.

Over the course of the LWD program, we observed
the collaborative care approach involving CTNs inter-
acting with a multi-disciplinary team in the primary care
clinic was a key component of the program implementa-
tion. First, referrals from within the clinic helped with
case of enrollment for providers and dyads by alleviat-
ing some of the burden placed on care partners to inter-
act with multiple clinics. Second, communication
between the CTN and care team was beneficial for bidi-
rectional flow of information to tailor and enhance care.
Shared access to the EMR supported communication
between the CTN and providers, allowing for greater
coordination of care. Other important facilitators to
implementation were the ability to deliver the interven-
tion via telephone to minimize disruptions during the
COVID-19 pandemic and ensure the intervention
reached homebound dyads (Bernstein et al., 2020).
Finally, CTNs are trained and supported to provide
dementia support and education and do not require for-
mal licensure which allowed for recruitment from a
diverse applicant pool of potential CTNs. For these rea-
sons, LWD appears to be feasible for the primary care
setting, especially in the context of value-based payment
programs or reimbursement for chronic care manage-
ment (Reuben et al., 2022).

Limitations

This study has several limitations. Importantly, because
this clinical demonstration project enrolled a small num-
ber of dyads and did not compare the program to a con-
trol group, further study is needed to determine the
effectiveness of the LWD program implementation into
primary care settings. Also, attrition due to death or

relocation to long-term care may have biased the sample
towards dyads affected by mild dementia severity.
Further bias may have been introduced as only one CTN
was employed by the program during the study period
analyzed. Additionally, conversation notes documented
in the EMR did not capture all CTN interventions.
Lastly, the impact of COVID-19 cannot be ignored, and
though more than half of the dyads joined the LWD pro-
gram prior to March 2020, many completed follow-up
assessments during the on-going public health emer-
gency. This may have impacted care partner experience
of burden, mental health issues and sense of self-effi-
cacy (Aledeh & Adam, 2020; Borelli et al., 2021).
Together, findings from the current study may be biased
and primary care stakeholders should consider other col-
laborative care interventions for dementia care in pri-
mary care as well.

Conclusions

The LWD program, adapted from the Care Ecosystem
model, utilized an integrated CTN as a member of a
geriatric primary care team to provide dyads living with
dementia with information, education, and support. The
program was utilized by dyads across the illness spec-
trum, ranging from mild to severe dementia, to address
unique dyad needs and facilitate referrals for additional
services. Further, care partners in the LWD intervention
reported increased caregiver self-efficacy. Although fur-
ther examination is required, the LWD program indi-
cates potential for enhancing dementia care in a primary
care clinic and we advocate for future research to target
this intervention approach.
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